STUDY DESIGN: A qualitative study. OBJECTIVE: The aim of this study was to understand expectations of persons with paraplegia in India regarding their care. SETTING: India. METHODS: This study used a qualitative methodology to have a focus group interview of persons with paraplegia in India. Focus group consisted of two to four participants with paraplegia. Adults with level T6 and below, complete injury, duration of at least 6 months post injury and those living in the community were included. Online focus group interviews were conducted using ZOOM online software for online discussions/meetings. Data were collected till data saturation. Recorded videos were transcribed into texts, and the transcribed documents were analysed using the ATLASti.8 software for qualitative data analysis. RESULTS: Forty-eight codes were retrieved under fourteen code groups. These code groups were acceptance, accessibility, advanced technology, assistive devices, basic skills, employment, expectations, experiences, functional independence, government policies, knowledge, psychological make-up, physiotherapy and rural area. CONCLUSION: Because of lack of awareness, knowledge and education provided to persons with paraplegia, their expectations were often unrealistic. Patient education and education of the health professionals are two of the most important aspects in spinal cord injury rehabilitation that must be taken into consideration in India.
INTRODUCTION
Spinal cord injury (SCI) is a devastating condition that leaves a healthy individual paralysed due to a traumatic injury. There is no national database on SCI in India, but the conservative estimate suggests incidence of SCI to be 20 per million. 1 Patient-centred care has gained importance in health care. It has been reported that health-care providers must pay attention to patients' social and psychological aspects along with biomedical/diagnostic ones. He/she must be an active listener and should be ready to discuss issues raised by patients, as they may have varying degrees of expectations. 2 Patients' expectations are an important predictor of their satisfaction. Patients' satisfaction has said to be achieved when their expectations have been met or exceeded. 3 Expectation is anticipation or a belief a patient has regarding his/her health-care system. In general, expectations are based on cultural beliefs, education, awareness, socioeconomic status and each patient's understanding of his/her problem. There are two dimensions of the health-care system: objective/technological and subjective/qualitative. Though the attention paid is more on the former, the latter is also critical. Unmet expectations lead to dissatisfaction, disappointment, anger and noncompliance/ suboptimal compliance to the treatment and poor outcome. 4 Expectations are generated based on personal characteristics, previous experience, role models, interaction with friends/ relatives, physiologic factors and sociocognitive factors. 5 The Internet has an important role in generating expectations. 6 It is very important to respect and respond to patients' knowledge, experiences and expectations. 7 A health-care professional not only requires the technical knowledge or knowledge regarding a patient's condition but also needs to connect with the patient and understand what he/she expects. A biomedical model alone is insufficient to understand the patient, but we ought to use a biopsychosocial model to understand him/her completely. 8 Studies on patients' expectations and SCI rehabilitation/paraplegia in India are scarce. Thus, the aim of the present study was to understand the expectations of persons with paraplegia regarding their care in India.
MATERIALS AND METHODS
This study was approved by the ethical committee registered under the Central Drugs Standard Control Organization in India. This study used a qualitative methodology using focus group interviews of patients with paraplegia in India. The focus groups consisted of two to four participants with paraplegia. Adults with level T6 and below, complete injury, a duration of at least 6 months post injury and those who were community dwellers were included in the study. We decided to take participants from the community and had the meetings online. We used ZOOM software 9 for online discussion/meeting for the interviews.
Various organisations specialising in SCI rehabilitation were contacted for the details of participants falling under our inclusion criteria. List of names of persons with paraplegia was obtained from these organisations. Contact details of 52 participants were obtained. All of them were contacted telephonically to provide information regarding the study and to seek consent. We could not contact 8 individuals due to disturbance in telephone lines. Out of 44 participants, 20 participants were excluded due to nonavailability/busy schedule, having lesions at the cervical level or having no/poor network connection. After getting consent of 24 participants, demographic details were collected to ensure inclusion criteria. Information regarding the online interview was provided. Four 1 School of Physiotherapy, RK University, Rajkot, India and persons with paraplegia who did not have access to the Internet were contacted with the help of a local physiotherapist.
Once they gave their consent, an informal group was formed on WhatsApp to schedule interviews. Before the interview, participants were sent two forms related to their informed consent and demographic details. They were asked to fill those forms and send them before the interview. On the basis of participants' convenience, they were interviewed in small groups for an open-ended interview. There was no specific questionnaire, and topic outlines were used to facilitate the interview. Topics outlined were regarding their expectations of care after the injury, met/unmet expectations, information regarding their basic skills, daily tasks, community re-integration and their suggestions to improve the standards of care after SCI in India. Data were collected till data saturation (till no new information was obtained). Data got saturated after interviewing 20 subjects. Thus, after data saturation, we did not continue with the further interviews. Recorded interviews were transcribed into texts and analysed using ATLASti 10 software for qualitative data analysis.
RESULTS
This study was an attempt to understand the expectations of persons with paraplegia regarding their care in India. In the beginning, efforts were made to invite 8-10 participants at a time on ZOOM at a decided date and time, but we found difficulty because of their work schedules and nonavailability, as well as difficulty having a conversation with many participants at a time online. Thus, interviews were conducted in small groups till data saturation.
Demographic details of participants are as shown in Table 1 . Forty-eight codes were retrieved from the transcribed documents using ATLASti and grouped under fourteen code groups. These code groups were acceptance, accessibility, advanced technology, assistive devices, basic skills, employment, expectations, experiences, functional independence, government policies, knowledge, psychological make-up, physiotherapy and rural area. Details of various codes, their code groups and quotations are as shown in Tables 2 and 3 .
On the basis of these codes/code groups, we retrieved 20 points. It was sent to all the participants for 'participant checking' using google-form via email. In all, 14 participants responded and 3 of them added 1 point each, thus bringing the total to 23 points. A total of 6 nonrespondents were asked about their agreement telephonically. These 23 points are shown in Table 4 . 'People are stuck in their four walls as they don't have knowledge.' 'In my rehabilitation centre, actually I was able to know the complete scope of my injury… like how will I recover, whether i will recover or how long I will take to recover.' 12 Psychological make-up 'People have this mind-set that they will be able to walk like before but that does not happen.' 'What to say… there is no end to dreams. God knows when that day will come that we will leave wheel-chair and stand. We don't know when God has written that day.' 13 Physiotherapy 'I come from a place where there is no scope of physiotherapy. But my physiotherapist has done a lot for me.' 'After coming back from the rehabilitation centre, no therapist has a proper knowledge for regular exercise. They used to behave as if they have not seen such cases. I had to tell them that I was made to do like this in a specialised centre.' 'Physiotherapy centre is little far from here, around 1.5-2 km from here. After coming back from college, we cannot go there as we are really tired. If we get it in hostel, we can do that. Otherwise we cannot do that.'
14
Rural area 'Life gets spoilt for the ones who stay in a village.'
Abbreviations: NGO, non-government organisation; SCI, spinal cord injury.
Paraplegia: expectations and care N Gupta and K Raja of accident, and that may in turn worsen the condition. Awareness regarding SCI will help in minimising the consequences. 11 Thus, there is a need to increase awareness among general population, caregivers, patients, clinical and paraclinical staff regarding SCI in India. 12 On the basis of this motto, 5 September 2016 was celebrated as a World Spinal Cord Injury Day, an initiative of the International Spinal Cord Society, and it was supported in India too. 13 Safe transportation of the SCI victim must be stressed, as persons with SCI are often shifted by persons who have no knowledge regarding safe transportation and that leads to neurological deterioration. 12 There are disparities in emergency care delivery or immobilising the spine at the site of accident between developed and developing countries. In low-resourced countries, it is rare to see a victim stabilised and transported by trained personnel.
14 It has been suggested in one of the studies that policemen must also be trained along with paramedical in stabilising the spine and maintaining the airways, as they are the first ones to reach the site of accidents in India, as has already been implemented in Mumbai, India. 15 It was also stressed that these individuals must be transferred to tertiary spinal care centres as soon as possible. 12 Educating patients and their families regarding injury, prognosis and complications is very important. They are more prone to develop secondary complications if not taken care of properly; hence, continuous health care is important. Timely treatment and education of persons with SCIs is often unavailable in lessdeveloped countries like India due to a lack of specialised centres, untrained personnel, lack of equipment and a multidisciplinary approach. 16 It is also challenging to counsel individuals with SCI regarding the nature of injury and its prognosis due to cultural settings in developing countries. In the beginning, they are reluctant to accept the fact and try to seek spiritual and faith healers. 17 Every individual's needs are different and so are their preferences. 18 Hence, it is important for a rehabilitation professional to be sensitised and empathetic towards the patient's expectations. 19 Advanced technology, no doubt, raises expectations, but the patient needs to be educated for the same. 18 In developing countries, there are no peer counsellors in all hospitals. Hence, it has been emphasised that every professional of the rehabilitation team must be involved in educating the person with SCI. 19 For maintaining long-term health and follow-up care, it has been recommended that each health-care team must visit persons with SCI in their community like that of Paraplegia Safari (a follow-up programme/home-visit programme for persons with SCI) in India. 20 In our study, most of the persons with paraplegia either had learned basic skills such as bed mobility, transfers and independent wheelchair ambulation by themselves or from their friends. Although our study can be considered biased because all participants had internet access, availability of a good wheelchair or a customised one was an issue. Physiotherapy-assisted transfers, wheelchair skills or even postural training for individuals with SCI are lacking in local centres/nonspecialised centres. 16 Hand-rim-propelled wheelchairs observed in one of the studies in India were very heavy and nonadjustable. Many individuals were encountered who required wheelchairs but did not have them. 19 Assistive technology has been reported to be an issue in low-and middle-income countries. Persons with SCI may have unmet needs of assistive technology even in high-income countries. Attitudes such as 'something is better than nothing' and 'one size fits all' are normally used in less-resourced countries. Inadequate user's need for assessment and low user involvement in decision making are some of the reasons for inappropriate wheelchairs that could have negative consequences. 19 After SCI, there is lower return to work rate because either the person does not go back to his/her pre-SCI work status or he/she may not be hired. However, there are available rights of employees in India that they should be made aware of. 16 Lower return to work rate could be due to inaccessibility, transportation issues and lack of disability-related accommodations at work site. 20 Flexible working hours and job sharing are some of the programmes being encouraged by government in some countries. 21 There is a need to encourage job accomodations for these individuals. 15 Telework, working at a remote place using technologies, may be an option for persons with SCI in India and could help overcome issues of accessibility, transportation and health limitations. 21 Educational participation must be enhanced, and there should be strategies to overcome accessibility issues. At the same time, education and rehabilitation must be brought together. 21 One of the important barriers for their exclusion from full participation in the society is negative attitudes of an unaware society. 16 
CONCLUSION
Because of lack of awareness and education provided to persons with paraplegia, many times expectations are not realistic/practical. Patient education and education of the health professionals are two of the most important aspects in SCI rehabilitation that must be taken into consideration in India.
Implication
There is a need to create awareness of SCI and shifting of a victim with SCI from the site of accident in India. 7, 8 Hoardings (a large board in a public place to display), pamphlets or use of media to create awareness and knowledge regarding SCI, its prevention and transportation of spinal cord-injured victim are few of the measures that could be adapted. 12 There is a need to provide clarity about patients' recovery or prognosis, so that they do not have unrealistic expectations. 3 Patient education and education of the health professionals are two of the most important aspects of SCI rehabilitation. E-learning resources 20, 21 can be tried for their feasibility in India. Rehabilitation professionals must have knowledge regarding various organisations dealing with wheelchairs in India, so that mobility of persons with paraplegia is not hampered.
